Few events affect society, families, and healthcare professionals alike as does the death of a child. Indeed, some have argued that due to the implicit untimeliness of child death, the repercussions are more far reaching and long lasting than the death of adults. Child deathFwhether experienced before birth, in the neonatal period, or later in childhoodFleaves an enduring impact on all involved or touched by the events surrounding the loss. For those involved in the healthcare of women and infants the reality of perinatal and neonatal mortality is never far from one's recollection. Each day in the labor and delivery units and nurseries it may be an imminent reality. What facts do we know about infant and childhood mortality that are pertinent to perinatal healthcare professionals? And what do we need to learn to better care for children and their families living with life-limiting or life-threatening conditions?
The recently published report by the Institute of Medicine When Children Die: Improving Palliative and End-of-life Care for Children and Their Families presents a comprehensive summary of what is known about the medical, spiritual, and psychosocial service needs of dying children and their families. It presents data from the medical literature and from the experience of expert committee members and consultants. Additionally, and importantly, it also relates personal stories from parents, siblings, and children living their final days.
Of interest to perinatal healthcare professionals is the succinct presentation of data that make clear our ''ownership and responsibility'' to address and improve end-of-life care for neonatal patients. Such patients include infants who die in the neonatal period (34% of all childhood deaths) or as a result of shortened gestation, complications of pregnancy including placental and umbilical cord problems, congenital heart disease, respiratory distress, and congenital anomalies (28% of all childhood deathsFlisted by major cause).
The report clearly relates that ''more children die in the first year of life than in all other years of childhood combined'', and that the preponderance of these deaths occurs in the neonatal period. Infant, fetal, and perinatal deathsFand the terminology, statistics, and case studies pertinent to understanding the needs they presentFare addressed throughout the chapters on ''Patterns of Childhood Death in America,'' ''Pathways to a Child's Death,'' and ''Care and Caring from Diagnosis through Death and Bereavement.'' While this report is not an instructive manual with prescribed clinical care, or a textbook containing a specific educational curriculum, it clearly illuminates the following:
The need for collaborative decision making with parents; The importance of effective communication, with special attention to presenting bad news to families; The need to integrate a palliative care plan into the overall plan of care in the hospital and in the community; The restructuring of public and private payer systems to cover adequately the costs of pediatric palliative care from diagnosis through death and bereavement; The means by which ethical and legal challenges can be confronted; The need to incorporate pediatric palliative care education into preservice (medical and nursing school) and graduate medical education curricula, and continuing education formats; Directions for further research in all aspects of pediatric palliative care.
